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To  Whom  Do  I  Turn?  An  Assessment  of  Supports  Available  for  Women  with 
Developmental  Disabilities  and  Breast  Cancer 

INTRODUCTION 

In  1996,  a  woman  with  developmental  disabilities  receiving  supports  from  Newton, 
Wellesley,  Weston  Committee  for  Community  Living  (NWW)  was  diagnosed  with  breast  cancer. 
During  the  following  year,  NWW  staff,  her  parents,  and  a  variety  of  other  individuals  provided 
her  with  assistance  while  she  was  going  through  the  treatment  and  recovery  process.  It  was 
NWWs  intent  to  make  her  experience  as  easy  as  possible  given  the  circumstances.  During  the 
process,  NWW  Committee  staff  continually  searched  for  outside  help,  especially  for 
information.  Not  finding  this  help,  staff  and  administrators  became  aware  of  the  need  for 
information,  knowledge,  awareness  and  appropriate  supports  for  woman  with  developmental 
disabilities  who  have  breast  cancer. 

To  address  this  need,  in  April  1997,  NWW  applied  for  and  received  a  grant  of  $10,000 
from  the  Massachusetts  Developmental  Disability  Council  to  carry  out  a  six  month  study  from 
July  1997  through  November  1997  to  examine  the  experiences  of  woman  with  developmental 
disabilities  who  had  breast  cancer  within  the  last  five  years.  With  the  mean  age  of  the  population 
rising  and  the  inevitable  increase  in  the  incidence  of  breast  cancer,  NWW  felt  that  it  was  vital  to 
begin  this  discussion,  examining  the  problem  and  the  need  in  greater  detail. 

The  main  goal  of  the  project  was  to  examine  the  experience  and  determine  the 
nature  and  quality  of  supports  available  for  women  with  developmental  disabilities  and 
breast  cancer.  The  purpose  of  the  assessment  was  to  gather  information  about  the 
women's  experience,  to  find  common  themes  regarding  their  experience,  and  most 
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importantly,  to  evaluate  the  support  services  available  for  and  utilized  by  women  with 
developmental  disabilities  following  their  diagnosis  of  breast  cancer.  The  study  was 
conducted  by  holding  extensive  interviews  with  these  women,  their  social  service 
providers,  and  their  families.  Utilizing  these  study  results,  recommendations  for 
additional,  enhanced  and  modified  services  were  compiled. 
Summary  of  Research  Results 

The  research  revealed  common  themes  which  emerged  from  the  women's 
individual  accounts. 

1 .  Women  with  breast  cancer  felt  confused  and  frightened  by  their  diagnosis  mainly 
due  to  an  inability  to  understand  the  problem. 

2.  Support  staff  and  care  providers  felt  uninformed,  scared,  and  helpless,  thus 
inadequately  fulfilling  their  supportive  roles. 

3 .  There  was  a  lack  of  knowledge  about  available  resources. 

4.  The  affected  women  and  or  their  care  providers  felt  that  the  most  useful  support  was 
speaking  to  a  breast  cancer  survivor. 

METHOD 
Advisory  Board 

To  assist  in  the  development  and  completion  of  the  study,  an  advisory  board  was 
established.  The  six  member  board  was  a  compilation  of  individuals  with  varied 
professional  and  personal  expertise  and  experiences  related  to  breast  cancer  and/or 
developmental  disabilities,  (see  Appendix  A  for  Board  Members).  The  advisory  board 
met  regularly  throughout  the  study  offering  insight,  guidance,  and  recommendations. 
The  board  contributed  by  assisting  in  the  development  of  the  interview  tool,  the 
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identification  of  participants,  analysis  of  the  interviews,  and  the  formulation  of  future 

recommendations. 

Interview  Tool 

The  interview  tool  was  developed  with  the  assistance  of  Dr.  Deborah  Pearlman, 
Director  of  Behavioral  Research  at  the  American  Cancer  Society.  The  tool  was  designed 
to  gather  accurate  and  detailed  information  in  a  sensitive  manner.  Multiple  choice 
questions  were  used  to  facilitate  the  ease  of  the  interview  in  addition  to  open-ended 
questions  allowing  respondents  to  discuss  different  aspects  of  the  experience. 
Modifications  of  the  survey  tool  followed  pilot  testing  on  a  woman  without  a 
developmental  disability  diagnosed  with  breast  cancer. 

The  tool  consisted  of  six  sections:  Demographics,  Identification  of  a  Problem, 
Diagnosis  of  Breast  Cancer,  Treatment,  Support,  and  Services  (see  Appendix  B  for 
interview  tool).  Each  section  was  carefully  constructed  to  maximize  the  flexibility  of  the 
tool,  allowing  for  the  potential  range  of  the  interviewed  subjects'  comprehension. 
Identification  of  Participants 

The  study  participants  were  identified  through  extensive  networking  with 
agencies  serving  individuals  with  developmental  disabilities,  senior  centers,  community 
nurses,  hospitals,  home  health  services,  and  advocacy  groups  within  the  state  of 
Massachusetts.  Criteria  for  study  participation  included  having  a  developmental 
disability  and  having  been  diagnosed  with  breast  cancer  within  the  last  five  years. 
For  those  expressing  initial  interest  in  participating,  the  questionnaires  and  letters  were 
sent  out  as  requested  to  provide  additional  information  about  the  study. 

The  identification  process  resulted  in  the  location  of  14  women  with  a 
developmental  disability  and  a  diagnosis  of  breast  cancer.  Of  the  14  identified  women,  8 
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of  the  woman  were  unable  to  participate  due  to  a  variety  of  problems  including  a  lack  of 
interest,  very  limited  verbal  and  cognitive  abilities  or  the  unwillingness  of  women  to 
share  their  difficult  personal  accounts. 

DATA  COLLECTION 

Five  of  the  6  identified  women  were  personally  unable  to  respond  to  the 
interview.  Three  could  not  respond  due  to  their  limited  verbal  and  cognitive  ability  and  2 
had  died.  In  all  cases  their  caregivers/families  agreed  to  participate.  Therefore,  five 
stories  were  told  through  the  voices  of  the  social  service  providers  and  family  members 
who  were  with  them  during  their  illnesses.  (See  Appendix  C  for  providers  interviewed.) 
The  sixth  interview  was  conducted  directly  with  the  woman  herself. 

Two  of  the  interviews  with  care  providers  were  conducted  face-to-face,  while  the 
remaining  three  transpired  via  the  telephone.  Interviews  lasted  approximately  one  hour. 
The  interview  with  the  women  with  a  developmental  disability  and  breast  cancer  was 
conducted  face-to-face.  To  accurately  capture  their  stories,  written  notes  of  responses  to 
the  interview  questions  were  compiled . 

DATA  ANALYSIS 
The  six  stories  simultaneously  display  the  unique  differences  individualizing 
these  women  and  the  commonalities  uniting  their  experiences.  To  present  a  complete 
and  accurate  understanding  of  the  women  and  their  experiences,  it  is  essential  to  closely 
analyze  their  demographics.  (See  Appendix  C  for  demographics).  The  demographic 
statistics  of  the  women  who  had  died  were  taken  from  the  year  prior  to  their  deaths. 
Daily  Living 
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The  women  ranged  in  age  from  34  to  60,  with  a  mean  age  of  47.  Four  women 
lived  in  group  homes  with  24-hour  staff  supervision,  one  in  a  specialized  foster  care 
home,  and  one  in  an  apartment  with  her  husband.  The  overall  level  of  life  skills  were 
moderate,  with  five  of  the  six  women  needing  assistance  and  supervision  with  all  daily 
living  skills  including  hygiene,  household  tasks,  and  recreational  activities.  The  sixth 
woman  was  independent  yet  required  assistance  in  the  areas  of  budgeting,  scheduling 
appointments,  and  reading  mail.  Five  of  the  six  women  worked  in  supportive  or 
sheltered  employment  environments  while  one  did  not  work. 
Support 

All  the  women  received  assistance  and  support  through  regular  contact  with  a 
provider  agency,  residential  staff  or  a  specialized  foster  care  provider.  Two  of  the  women 
maintained  regular  contact  with  their  mothers  and  siblings,  while  the  other  four  had  no 
contact  with  their  relatives.  Two  of  the  women  had  non-biological  intimate  supports; 
one  frequently  visited  her  legal  guardian,  while  the  other  lived  with  a  specialized  care 
provider.  Individuals  providing  social  outlets  in  these  women's.lives  included  other 
residents,  friends,  and  neighbors.  Activities  enjoyed  with  members  of  their  support 
networks  included  shopping,  dining  out,  visiting  friends,  and  attending  church. 
Health  Care 

All  of  the  participants  were  covered  by  health  insurance:  four  of  the  six  were 
covered  by  Medicaid  (Mass  Health),  two  by  Medicare.  Prior  to  the  detection  of  breast 
cancer,  all  woman  received  annual  physicals  which  included  breast  exams.  Three  of  the 
women  had  previous  health  conditions  requiring  frequent  medical  attention:  emphysema, 
spina  bifida,  blindness,  and  a  seizure  disorder.  None  of  the  women  conducted  breast  self 
exams. 
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Diagnosis  of  Breast  Cancer 

At  diagnosis,  the  women's  ages  ranged  from  32  to  55,  with  a  mean  age  of  44  (see 
Appendix  D  for  Participants'  Breast  Cancer  Experiences).   Five  of  the  six  women's 
diagnoses  of  breast  cancer  were  initially  detected  at  the  doctor's  office  during  a  routine 
annual  exam.  The  sixth  case  was  identified  during  a  staff  requested  follow-up 
appointment  due  to  a  suspicious  breast  abnormality.  All  the  women  were  accompanied 
by  a  social  service  provider,  family  member,  or  guardian  when  informed  of  their 
diagnosis. 

The  diagnosis  of  breast  cancer  was  a  fearful  and  incomprehensible  experience  for 
these  women.  Questions  regarding  what  cancer  was,  how  they  got  the  disease,  and  if 
they  would  die,  were  frequently  expressed  throughout  their  accounts.  Despite  the 
presence  of  a  familiar  support  provider  to  assist  in  the  communication  of  the  diagnosis, 
they  remained  scared  and  confused.  One  women  stated, 

Oh  my  god.  I  was  very  upset  and  crying  a  lot.  I  thought  right  away  they  were 
going  to  take  my  breast  off.  I  was  sad.  It  was  hard  because  I  didn't  know  what 
was  happening.  I  didn't  understand. 

Another  women  questioned,  "Another  thing  to  deal  with?  Why  me?" 

Reflecting  this  confusion,  many  providers  recall  the  women  experiencing  similar 

fear  and  anxiety.  One  provider  stated,  "She  had  a  lot  of  anxiety  about  the  problem.  She 

was  concerned  about  being  in  the  hospital.  Her  mother  and  a  friend  had  died  of  cancer. 

She  thought  she  was  going  to  die."  Similarly,  another  provider  recalled,  "She  was  scared 

but  wasn't  able  to  tell  us."  As  a  result  of  the  women's  difficulty  with  understanding  the 

diagnosis,  providers  recall  spending  the  majority  of  time  educating  the  women  and  staff 

about  breast  cancer  rather  than  providing  emotional  supports. 
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With  one  exception,  very  positive  perceptions  emerged  regarding  the  relationship 
with  the  physician  and  other  medical  personnel,  including  his  or  her  ability  to  explain  the 
diagnosis,  treatment  and  recovery  process  to  the  women.  Five  of  the  six  stories  reported 
primarily  positive  feedback  of  the  doctor's  ability  while  one  provider  recalled  being 
tremendously  disappointed.  The  primary  complaint  of  her  negative  feedback  focused  on 
the  doctor's  lack  of  sensitivity  for  her  emotional  and  physical  needs.  She  stated,  "He 
treated  her  like  a  third  party.  He  was  not  very  supportive  and  compassionate  with  her. 
He  was  quick  and  sharp."  Despite  primarily  positive  feedback,  an  observation 
highlighted  in  three  of  the  six  cases  indicated  that  the  doctor  directed  information  and 
explanations  toward  the  providers  rather  than  addressing  the  women.  The  combination 
of  fear,  confusion,  and  a  lack  of  knowledge  during  the  diagnosis  period  left  many 
providers  desperately  seeking  recommendations  and  guidance  from  the  doctors  regarding 
treatment  options.  All  participants  followed  the  advice  of  their  physician  regarding  the 
treatment. 
Treatment 

Once  diagnosed,  a  mastectomy  was  the  recommended  treatment  for  all 
participants.  All  the  women  had  a  mastectomy,  five  of  the  six  had  one  breast  removed 
while  one  had  both  removed.  Three  of  the  six  women  also  underwent  additional  non- 
surgical treatment  due  to  the  severity  or  nature  of  the  breast  cancer,  including  both 
chemotherapy  and  radiation  therapy. 

All  six  women  outwardly  responded  less  emotionally  to  the  treatment  than  they 
had  during  the  diagnosis.  There  were  few  outward  signs  of  major  discomfort  or  trauma 
such  as  crying  or  complaining.  After  surgery,  the  confusion  and  fear  seemed  to  diminish 
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with  the  expectation  that  the  cancer  had  been  removed  although  caregivers  said  they 
continued  to  worry  about  the  reappearance  of  the  cancer. 

Similar  coping  abilities  were  also  present  in  the  three  women  who  underwent 
chemotherapy  and  radiation  therapy.  One  women  was  very  resilient,  displaying  no  side 
effects  from  treatments  and  continuing  with  daily  activities  as  before.  Her  provider 
stated,  "She  was  a  unique  case.  She  was  not  sick.  She  never  cried  and  she  continued 
with  her  normal  activities."  The  other  two  women  encountered  more  side  effects  yet 
coped  extremely  well. 

All  six  woman  went  through  the  illness  with  one  primary  support  person 
either  a  case  manager,  foster  mother,  or  the  residential  director.  Acting  as  the  women's 
advocate,  this  person  scheduled  appointments,  accompanied  them  during  visits,  and 
helped  them  understand  the  doctor's  explanations. 

Despite  the  women's  appearance  of  coping  well  during  the  illness,  their  providers 
and  family  members  recall  this  period  as  traumatic  and  stressful.  Care  providers' 
concerns  included:  not  having  an  extensive  understanding  of  breast  cancer,  not  knowing 
about  treatment  alternatives,  not  having  access  to  effective  support  services,  not  knowing 
how  to  explain  the  illness  to  housemates,  having  the  pressure  to  make  crucial  life 
decisions,  having  the  fear  of  their  own  potential  for  a  breast  cancer  diagnosis,  and  the 
constant  reminder  of  one's  own  mortality.  Three  of  the  six  providers  indicated  they  did 
not  feel  prepared  for  the  intensity  and  seriousness  of  facing  the  hardships  of  breast 
cancer. 

One  particular  concern  highlighted  in  four  of  the  six  stories  was  the  complex 
nature  of  facing  breast  cancer  while  living  with  a  group  of  other  people.  The  illness 
created  additional  burdens  on  the  staffs  time  due  to  the  amount  of  support  and  care 
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needed  for  the  individual  with  cancer.  The  cancer  affected  everyone  in  the  home, 
routines  were  disrupted  and  housemates  were  confused  about  what  was  happening  to  the 
person.  On  the  other  hand,  group  living  made  the  experience  easier  for  the  women.  For 
example,  the  women  had  assistance  in  activities  such  as  shopping,  meal  preparation, 
bathing,  medication  administration  and  laundry.  Contrasting  this  group  experience,  the 
woman  who  lived  with  her  husband,  was  forced  to  find  friends  and  relatives  and  paid 
help  to  assist  her  in  these  areas. 

One  of  the  common  themes  was  the  need  for  more  time  to  make  treatment 
decisions.  Four  of  the  six  woman  stated  they  would  have  liked  more  time  to  make  the 
medical  and  treatment  decisions  required.  All  felt  pressured  to  make  immediate  choices; 
without  fully  examining  all  options,  they  followed  the  doctor's  recommendations. 

The  benefits  of  breast  cancer  knowledge  and  the  desire  for  this  support  surfaced 
as  common  themes  among  those  interviewed.  Those  benefitting  from  the  stories  of 
breast  cancer  survivors  stated  it  eased  the  confusion  and  anxiety  of  caring  for  a  women 
with  a  developmental  disability  and  breast  cancer.  One  provider  said,  ''Regardless  of 
how  much  you  know,  it  is  still  a  difficult  process.  But  it  certainly  helps  when  people 
understand  what's  going  on." 

Three  women  had  the  opportunity  to  meet  with  survivors  of  breast  cancer  and 
hear  their  stories.  In  one  situation  it  was  just  a  few  (invaluable)  meetings.  In  the  second 
situation,  the  breast  cancer  survivor  was  a  staff  person  in  the  home  and  provided  ongoing 
information  and  assistance.  In  the  third  situation  the  woman's  mother  and  aunt  were  both 
survivors  and  were  able  to  share  their  intimate  experiences.  Both  the  women  and 
providers  indicated  that  this  was  extremely  helpful  in  fostering  an  understanding  of  the 
process  and  the  outcome  of  surgery,  treatment,  and  recovery.  One  provider  stated, 
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Knowledge  is  power.  It  was  very  helpful  having  someone  there  who  had  been 
through  the  process.  Not  only  for  her  but  for  the  staff  too.  We  did  not  know 
what  to  expect  either. 

This  perspective  was  reflected  by  a  women  who  benefitted  from  speaking  to  a 

breast  cancer  survivor.  Despite  lingering  questions  of  how  she  got  cancer,  she 

recognized  that  having  someone  to  talk  with  was  helpful.  She  said, "  It  made  me  feel 

better.  It  felt  good  there  was  someone  else  with  cancer.  It  felt  nice  to  know  she  was 

okay."  Those  care  providers  unable  to  benefit  from  accounts  of  survivors'  experiences 

stated  that  they  would  have  been  better  able  to  care  for  the  women  had  they  been 

prepared  for  what  to  expect  throughout  the  illness.    One  service  provider  shared  that  it 

was  a  very  difficult  process. 

What  we  needed  at  the  house  was  to  be  prepared  We  didn't  know  what  to 
expect.  It  was  very  hard  on  the  staff  and  the  other  residents.  We  needed  to  be 
reassured  that  we  would  get  through  it. 

This  theme  was  especially  prevalent  among  providers  in  group  homes.  A  provider  stated, 

"We  did  not  know  what  she  needed  or  how  to  help  her  and  the  other  residents  didn't 

understand  what  was  happening.  We  did  the  best  we  could." 

Staff  noted  that  the  information  about  the  process  and  the  step  by  step  details 
were  very  helpful.  One  provider  stated,  "it  would  have  been  helpful  to  have  people  to 
come  into  the  residence  who  had  been  through  the  illness."  Clearly,  the  exposure  to  a 
"first-person"  perspective  was  a  crucial  component  to  a  positive  experience  for  both  care 
providers  and  the  women. 
Medical  Recovery 

Four  of  the  six  women  experienced  relatively  smooth  recoveries.  These  four 
reported  minimal  distress  and  physical  discomfort  during  each  aspect  of  the  recovery 
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process.  In  addition,  each  of  the  three  women  receiving  follow-up  treatment  reported 
relatively  few  side  effects.  The  women's  disabilities  seemed  to  mitigate  the  stresses 
usually  associated  with  recovery.  One  service  provider  recalled,  "Her  disability  was  a 
blessing.  It  helped  her  get  through." 

Relatively  smooth  recovery  was  not  reported  in  two  of  the  six  accounts,  which 
related  experiences  of  physical  complications  ostensibly  resulting  from  poor  medical  care 
and  early  hospital  release.  (Both  of  these  women  are  still  living).  These  complications 
entailed  severe  physical  discomfort,  infection,  and  improper  healing,  necessitating 
additional  medical  visits,  corrective  surgery,  and  the  prescription  of  various  medications. 
One  women's  mother  recalled  the  difficulties  encountered  during  recovery,  "She  came 
home  the  day  after  the  operation  and  developed  a  staff  infection.  Due  to  insurance 
limitations,  she  was  only  able  to  receive  inpatient  care  up  to  24  hours  after  surgery."  In 
this  case,  the  regulations  of  the  insurance  provider  necessitated  a  quick  release,  which 
contributed  to  a  lengthier  than  normal  recovery  period.  The  other  woman  who  suffered 
complications  during  recovery  identified  poor  medical  treatment  as  the  cause.  It  was 
reported  that  the  surgeon's  performance  was  poor,  requiring  extensive  follow-up  care  and 
corrective  surgery.  Visiting  nurses  provided  medical  care  and  support  after  the  women 
returned  home. 
Psychological  Recovery 

To  facilitate  the  women's  psychological  recovery,  providers  attempted  to  utilize 
prosthetic  breasts  and  breast  cancer  support  groups.  None  of  the  women  were  in 
individual  therapy  following  their  illness  while  only  one  attended  a  breast  cancer  support 
group.  Five  of  the  six  women  received  prosthetic  breasts,  yet  reported  rarely  or  never 


Breast  Cancer  13 

wearing  them.  As  reported  by  service  providers,  the  women  appeared  to  have  a 
significantly  reduced  awareness  of  body  image.  One  provider  stated, 

We  got  her  a  prosthesis  to  help  her  feel  more  comfortable,  but  she  did  not  like  to 
wear  it.  Sometimes  she  wore  it  but  then  said  it  was  uncomfortable. 

A  provider  recalled  a  women  saying,  "Its  just  one  more  thing  for  people  to  accept."  This 

provider  continued, 

She  always  said,  'People  will  have  to  accept  me  the  way  I  am.'  She  had  a  great 
attitude.  It  did  not  seem  to  bother  her  that  she  was  missing  a  breast.  We  got 
her  a  prosthesis  and  she  didn't  always  wear  it. 

Although  not  specifically  designed  for  women  with  development  disabilities,  one 
women  from  the  study  attended  weekly  breast  cancer  support  group  meetings.  Her 
provider  recalled,  "We  got  the  sense  it  wasn't  helping  her.  She  kept  saying  they  didn't 
understand  her  and  she  never  talked"  She  continued,  "We  couldn't  find  a  group 
specifically  for  women  with  disabilities  and  breast  cancer,  we  thought  we'd  give  it  a  try." 
One  woman  stated,  "Yeah,  it  would  have  been  nice  to  go  to  a  group.  I  wanted  someone 
to  discuss  what  was  happening.  To  see  other  people  with  cancer  too."  Other  providers 
indicated  such  a  group  would  positively  impact  the  women's  lives  by  providing  the 
support  of  survivors  of  breast  cancer. 
Coping  with  Death 

Two  women  died  following  their  treatment.  These  women  were  diagnosed  with 
aggressive  types  of  cancer  which  were  unsuccessfully  treated.  Both  women  passed  away 
following  surgery,  chemotherapy,  and  radiation  therapy.  The  inclusion  of  interviews 
with  their  care  providers  in  the  assessment  enables  a  different  perspective  to  emerge,  an 
experience  of  caring  for  an  individual  dying  from  a  life  threatening  disease.  One  group 
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home  provider  stated,  "She  was  in  and  out  of  the  hospital.  It  was  a  tremendous  hardship. 
There  was  no  quality  of  life."  She  further  explained  how  difficult  it  was  to  watch 
someone  dying.  She  stated,  "We  wanted  someone  to  hear  our  anger.  We  had  to  learn  to 
let  go."  Despite  wishing  more  support  services  were  available  for  the  staff,  she 
applauded  hospice.  "They  were  fantastic,  they  were  a  blessing."  The  support  of  hospice 
helped  organize  the  family  and  the  funeral  services,  alleviating  the  stress  on  the  staff. 

The  other  woman  who  passed  away  lived  in  a  specialized  foster  home.  In 
addition  to  echoing  some  of  the  same  concerns,  her  provider's  report  was  less  conflicted 
The  foster  mother  mentioned  the  difficulty  of  watching  her  follow  her  own  agenda, 
which  ultimately  involved  stopping  treatments  due  to  discomfort.  Furthermore,  the  foster 
family  received  supportive  services  from  a  DMR  care  coordinator  which  were  stated  as 
tremendously  helpful  in  saying  goodbye. 
Resources 

Respondents  were  asked  if  they  had  heard  about  and  used  four  different  services. 
Of  the  six,  four  had  never  heard  of  the  American  Cancer  Society's  toll-free  number.  One 
of  the  six  used  the  number.  Four  of  the  six  respondents  had  heard  about  visiting  nurses. 
Three  of  those  four  used  the  service.  None  of  the  respondents  used  mental  health 
counseling  and  only  one  attended  a  breast  cancer  support  group  (unsuccessfully).  (One 
respondent  requested  that  she  would  have  liked  help  locating  a  good  doctor.) 
Recommendations 

As  a  result  of  the  needs  assessment,  a  compilation  of  recommendations  from 
service  providers,  families,  the  women,  and  the  members  of  the  board  was  constructed. 
The  assessment  revealed  the  following  existing  needs:  additional  knowledge  about  breast 
cancer,  increased  awareness  about  treatment  possibilities,  emotional  support  services  for 
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families  and  service  providers,  and  support  services  accessible  and  appropriate  for 

women  with  developmental  disabilities  and  breast  cancer. 

To  address  the  need  for  additional  breast  cancer  knowledge,  the  recommendations 

include: 

•  The  organization  of  a  specialized  professional  team  made  up  of  a  community  nurse, 
breast  cancer  survivor,  a  social  worker  and  a  representative  of  the  American  Cancer 
Society.  This  team  would  be  available  to  the  social  service  providers,  families, 
caregivers  and  the  woman  with  cancer  on  an  as-needed  basis  throughout  the  illness. 

•  Additional  volunteer  cancer  survivors  trained  to  be  sensitive,  aware,  and 
accommodating  to  individuals  with  developmental  disabilities.  These  individuals 
would  visit  and  support  the  women. 

•  A  compilation  of  resources  especially  sensitive  to  the  needs  of  woman  with 
developmental  disabilities. 

•  Build  an  alliance  with  the  newly  established  comprehensive  breast  cancer  centers  to 
ensure  they  are  sensitive  and  accommodating  to  the  needs  of  women  with 
developmental  disabilities. 

•  Training  seminars  for  staff  of  residential  programs  regarding  breast  cancer  with  a 
focus  on  working  with  women  with  developmental  disabilities. 

•  The  creation  of  a  web  page  where  affected  women  and  staff  could  "chat"  and  find 
resource  information. 

•  Support  groups  for  women  with  developmental  disabilities  and  life  threatening 
diseases. 

•  Development  of  a  very  basic,  concrete  brochure  describing  breast  cancer  and 
treatment  options. 
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•     Brochure  written  by  the  American  Cancer  Society  about  breast  cancer  and 
developmental  disabilities. 

These  educational  services  would  facilitate  an  increased  awareness  about  this 
specific  populations'  experiences  with  breast  cancer.  In  addition  these  services  would 
focus  on  developing  a  clear  understanding  of  the  illness  with  regard  to  treatment, 
recovery,  and  supportive  services  for  providers,  families,  and  women  with  developmental 
disabilities  diagnosed  with  breast  cancer.  These  services  would  provide  insight,  easing 
the  anxiety,  fear  and  confusion  surrounding  this  life  threatening  illness. 

Focusing  on  the  emotional  needs  of  service  providers  and  the  family  members 
caring  for  women  with  a  developmental  disability  and  breast  cancer,  it  is  essential  to 
create  not  only  educational  opportunities  but  emotional  outlets  and  support  systems.  The 
interviews  clearly  indicated  the  fears  and  anxiety  care  providers  encountered  in  trying  to 
care  for  these  women.  The  development  of  support  groups  for  providers  caring  and 
advocating  for  an  individual  with  a  life  threatening  disease  could  ease  this  emotional 
distress.  Furthermore,  these  groups  could  create  an  opportunity  for  exchange  of  effective 
resources. 

CONCLUSION 
The  purpose  of  the  study  was  to  evaluate  the  availability  and  access  of  supports 
and  services  for  women  with  development  disabilities  and  breast  cancer.  This  study  is  an 
initial  step  in  a  much  needed  effort  to  ensure  that  individuals  with  unique  needs  have 
access  to  appropriate  supports  during  difficult  times.  The  efforts  exerted  in  this  initial 
assessment  have  given  these  women,  their  families,  and  service  providers  a  voice.  It  is 
our  hope  that  their  stories  will  influence  and  shape  the  existing  supports  and  services. 
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The  study's  results  indicate  a  number  of  areas  in  which  the  services  and  supports  can  be 
enhanced  and  expanded.  Implementation  of  the  study  recommendations  will  educate  and 
heighten  awareness  of  coping  with  a  potentially  life  threatening  illness  and  a 
developmental  disability.  Although  the  project  is  specific  to  a  particular  disease,  the 
recommendations  are  applicable  to  other  situations  where  people  with  developmental 
disabilities  are  battling  a  variety  of  illnesses. 
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Appendix  A 
Advispry  Board  Members 

1 .  Trix  Ingram,  a  breast  cancer  survivor 

2.  Deborah  Lynn,  Boston  College  Graduate  School  of  Social  Work  Lecturer 

3.  Linda  MacCall,  Department  of  Mental  Retardation  nurse 

4.  Deborah  Pearlman,  Director  of  Behavioral  Research,  American  Cancer  Society 

5.  Fran  Reynolds,  mother  of  a  child  with  a  developmental  disability 

6.  Diane  Swanson,  women  with  a  developmental  disability  and  a  breast  cancer  survivor 

7.  Dania  Jekel,  Director  of  Family  Support,  NWW 
Facilitator:  Kerryn  Shean,  Project  Director 


APPENDIX    B 


DEMOGRAPHIC  SHEET 


A.  General  Information 

Age: 

Date  of  Birth: 


B.  Housing 

1 .  Where  do  you  live? 

□  Own  apartment  or  home 

□  Group  home 

□  Family  home 

□  Other 


2.  Who  do  you  live  with? 
d  Self  (alone) 

□  Family  members/  relatives 
d  Other  adults  (not  related  to  self) 
d  Family  and  non-family  members 
a  Other 


3.  How  long  have  you  lived  there? 

Months 


Years 


C.  Life  Skills 

1 .  Here  is  a  list  of  activities  people  do.  Which  ones  do  you  do  on  your  own? 
If  you  do  not  do  these  activities  by  yourself,  who  helps  you  the  most? 


Activity 

a  reading  (books,  magazines...) 

□  banking 

□  driving 

d  doing  laundry 
a  cooking 

□  making  medical  appointments 

2.  Do  you  work  at  a  paying  job? 
a  No  (Go  to  Question  5) 
a  Yes 


Person 

□  Self  a  Other 

□  Self  d  Other: 
d  Self  a  Other 

□  Self  a  Other 
a  Self  □  Other 

□  Self  □  Other 


3.  Where  do  you  work? 


4.  What  kind  of  work  do  you  do? 


5.  Do  you  do  volunteer  work  (not  paid) 

□  No  (Go  to  Section  D) 

□  Yes 

6.  Where  do  you  volunteer? 


."N 
f 


7.  What  kind  of  volunteer  work  do  you  do? 


D.  Support 

Now  let's  talk  about  people  you  see  often. 

1 .  What  family  members  do  you  see  at  least  once  a  week? 

□  Parents 

□  Siblings  (brothers,  sisters) 

□  Own  children 

□  Other  relatives      Specify: 


2.  What  kinds  of  things  do  you  do  together? 


3.  What  other  people  beside  family  members  visit  with  you? 

□  Husband  or  significant  other 

□  Friends/  neighbors 

□  Case  manager 

□  Others       Specify:^ 

□  No  one 


4.  What  kinds  of  things  do  you  do  together? 


5.  Do  you  have  contact  with  a  provider  agency? 
a  No  (Go  to  Health  Care  Section) 

□  Yes 


6.  How  many  hours  do  you  spend  with  someone  from  an  agency  a  week? 


7.  What  does  that  person  help  you  do? 

□  Grocery  shopping 

□  House  cleaning 

□  Cooking 

□  Giving  you  a  ride 

□  Personal  care 

□  Finances/  Budgeting 

□  Other: 


E.  Health  Care 

1 .  Do  you  have  health  insurance? 

□  No  (Go  to  Question  3) 

□  Yes 

□  Not  Sure 

2.  What  kind  of  health  or  medical  insurance  do  you  have? 

□  None 

□  Medicaid  Specify:^ 


□  Medicare  (Part  A  and/or  Part  B) 

□  Private  Specify: 

□  Other: 


□  Don't  know 

3.  Before  you  knew  you  had  breast  cancer,  how  often  did  you  see  a  doctor  or  nurse  for 
a  breast  exam? 

□  More  than  once  a  year 

□  Once  a  year 

□  About  every  1-2  years 

□  More  than  every  two  years 

□  Never 

□  Not  sure 

4.  Did  you  have  any  medical  problems  before  you  had  breast  cancer? 

□  No 

□  Yes  List: 

6.  Had  you  ever  stayed  over  night  in  the  hospital  before  you  had  cancer? 

□  No  (Go  to  question  8) 

□  Yes 


7.  When  and  for  what? 


8.  What  year  did  you  find  out  you  had  breast  cancer? 


PART  1 :  INTRODUCTION 

Being  told  you  are  sick  with  breast  cancer  is  a  hard  thing.  When  you  become  sick  you 
see  many  doctors  and  nurses.  Before  you  can  get  better  though  you  need  to  make 
many  decisions.  We  are  trying  to  learn  about  the  help  you  received  from  people  and 
how  we  can  make  it  easier  for  other  people  who  have  breast  cancer.  To  do  this,  I  need 
your  help.  I  would  like  you  to  tell  me  about  your  experience.  Remembering  things  that 
happened  a  while  ago  is  not  easy.  We  are  going  to  use  this  time  line  during  the 
interview  to  help  you  answer  the  questions.  Some  of  these  questions  are  difficult,  if 
you  do  not  understand  we  will  go  over  the  question  again. 

PART  2:  THERE  IS  A  PROBLEM 

Let's  start  by  remembering  back  to  before  you  went  to  the  doctor  or  hospital  for  help 
with  your  breast  cancer.  I  know  it  may  be  hard  to  remember  the  answers  to  some  of  the 
questions  but  try  the  best  you  can. 

1 .  How  did  you  first  find  out  something  might  be  wrong  with  your  breast? 

□  Clinical  breast  exam  (doctor,  nurse,  other  health  care  provider) 

□  Routine  mammogram 
d  You  found  a  lump  or  change  in  your  breast 

□  Someone  else  found  a  problem  (parent,  friend,  spouse) 
d  Other 

□  Not  sure 

2.  Who  first  told  you  there  was  something  wrong? 

a  Health  care  professional 

□  Family  member    Specify: 

□  Friend  or  neighbor 

□  Someone  from  a  provider  agency 

□  Other:_ 

d  Not  sure 

3.  What  were  you  told  when  you  found  out  something  was  wrong  with  your  breast? 


4.  Was  someone  with  you  when  you  were  told  there  was  something  wrong? 

□  No  (Go  to  question  6) 

□  Yes 

5.  Who? 

o  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify:        

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 

□  Not  sure 

6.  What  did  you  think  was  the  problem? 


7.  How  did  you  feel  when  you  first  found  out  something  was  wrong  with  your  breast(s)? 


9.  What  did  you  decide  to  do  after  you  found  out  something  was  wrong? 

□  See  another  doctor 

□  Wait  to  see  if  the  problem  went  away 

□  Talk  to  family  members 

□  Have  medical  tests  for  the  problem 
a  Other 

10.  How  long  was  the  time  between  when  you  first  learned  you  had  something  wrong 
with  your  breast  and  seeing  a  doctor  to  talk  about  your  illness? 

□  Immediately  (was  in  a  doctor's  office) 

□  Within  1  week 

□  More  than  1  week,  less  than  four  weeks 

□  4  weeks  (1  month) 

□  More  than  one  month 

□  Not  sure 

(   PART  III:  BEING  TOLD  YOU  HAD  BREAST  CANCER 

Now  I  would  like  to  ask  you  a  few  questions  about  when  you  first  found  out  you  had 
breast  cancer. 


1 .  Where  were  you  when  you  were  first  told  you  had  breast  cancer? 

□  In  person,  doctor's  office 

□  In  person,  hospital  room 

□  In  person,  hospital  operating  room 

□  In  person,  hospital  recovery  room 

□  Over  the  telephone 

□  Other: 


□  Not  Sure 

2.  Did  a  doctor  ever  tell  you  that  you  had  breast  cancer? 

□  No 

□  Yes 

□  Not  sure 

3.  Did  a  doctor  or  other  health  care  professional  explain  what  breast  cancer  is  to  you? 

□  No  (Go  to  question  5) 

□  Yes 

□  Not  sure 

4.  What  did  that  person  tell  you? 


5.  Please  tell  me  if  your  doctor  told  anyone  else  that  you  had  breast  cancer?  (Check  all 
that  apply) 

□  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other , 

□  Not  sure 

6.  Were  there  other  people  who  explained  your  illness  to  you? 

□  No  (Go  to  question  8) 

□  Yes 

□  Not  sure 

7.  Who? 

□  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 


□  Other  relative        Specify:, 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 


□  Not  sure 
8.  How  did  you  feel  when  you  first  found  out  you  had  breast  cancer? 


9.  After  you  found  out  you  had  cancer,  did  your  doctor  tell  you  what  could  happen  next? 

a  No  (Go  to  question  1 1 ) 

□  Yes 

□  Not  Sure 

10.  What  were  you  told? 


1 1 .  Who  decided  what  to  do  next? 
d  Self  (no  one  else  involved) 
□  Someone  else  (not  self) 

a.  n  Health  care  professional  (doctor,  nurse) 

b.  □  Husband/  significant  other 

c.  n  Parent 

d.  d  Son  or  daughter 

e.  d  Sibling  (sister  or  brother) 

f.  □  Other  relative   Specify: 

d.  □  Case  manager 

e.  □  Other: 


□  Self  and  Other      Specify:. 
a  Not  sure 

12.  Tell  me  more  about  that  time? 


13.  Compared  to  other  doctors  you  have  seen  for  medical  problems,  how  would  you 
describe  the  care  you  got  from  the  doctor  who  treated  you  for  breast  cancer?  Would 
you  say  the  person  was  excellent,  good,  fair,  poor  or  not  sure? 

□  Excellent 

□  Good 

□  Fair 

□  Poor 

□  Not  Sure 

14.  Could  you  ask  your  doctor  things  you  did  not  understand  about  your  illness? 

□  No 

□  Yes 

□  Not  sure 

15.  Other  than  your  doctor,  did  anyone  else  help  you  understand  your  illness? 

□  No  (Go  to  Part  IV) 

□  Yes 

□  Not  sure 

16.  Who? 

□  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: _____ 

□  Not  sure 

17.  Tell  me  more  about  how  people  helped  you  understand  your  illness? 


PART  IV:  TREATMENT 


1 .  Now  I'd  like  to  ask  you  some  questions  about  what  the  doctor  did  to  treat  your 
breast  cancer.  From  this  list,  tell  me  which  things  you  had.  (Check  ALL  that  apply) 


Surgery 

□  Biopsy  only 

□  Lumpectomy 

□  Partial  mastectomy 

□  Mastectomy 

□  Lymph  node  dissection 

□  Reconstruction 

Non-surgical  Treatments 

□  Radiation  therapy 

□  Chemotherapy 

□  Hormonal  therapy  (medication  taken  by  mouth) 

2.  At  the  time  you  began  your  treatment  for  breast  cancer,  how  helpful  were  your 
doctors  and  nurses  in  listening  carefully  to  you,  answering  questions,  and  giving  clear 
explanations.  Would  you  say,  very  helpful,  helpful,  not  helpful  or  not  sure? 

□  Very  helpful 

□  Helpful 

d  Not  helpful 
a  Not  sure 

3.  When  you  were  deciding  what  to  do  to  help  your  breast  cancer,  did  you  consider... 

a.  How  long  the  treatment  would  take?  Yes  No 

b.  How  the  treatment  would  affect  your  looks?  Yes  No 

c.  The  possible  side  effects  of  the  treatment  (i.e.  pain,  nausea,  fatigue)? 

Yes  No 

d.  Whether  the  cancer  would  come  back?  Yes  No 

e.  Getting  to  and  from  treatments?  Yes  No 

f.  Getting  the  help  you  needed  at  home  with  everyday  tasks  like  housework  or 
food  shopping?  Yes  No 

g.  Paying  for  treatment?  Yes  No 

h.  Anything  else:_ 

4.  If  you  could  have  had  more  help  with  making  decisions  about  your  treatment(s),  what 
kind  of  help  would  you  have  wanted? 

□  Someone  to  make  the  decision  for  you? 

d  More  information  about  the  treatment  choices? 


d  More  information  about  possible  treatment  side  effects? 

□  Help  with  asking  questions?(Or,  help  with  knowing  what  questions  to  ask?) 

□  Help  choosing  a  doctor? 

□  Having  someone  with  you  during  appointments? 

□  More  time  to  make  decisions? 

□  Other: 

5.  Are  you  still  receiving  treatment(s)  for  your  breast  cancer? 

□  No 

□  Yes  (Go  to  question  7) 

□  Not  sure 

6.  How  long  ago  did  you  complete  your  treatment(s)? 

Month Year   (Go  to  Part  V) 

7.  What  treatment(s)  are  you  on  now? 


PART  V:  SUPPORT 

In  this  last  section  we  are  going  to  talk  about  people  who  have  helped  you  during  your 
breast  cancer. 


1 .  Did  you  know  anyone  who  had  breast  cancer  when  you  found  out  you  had  a  problem 
with  your  breast? 

□  No  (Go  to  question  3) 
DYes 

□  Not  sure 

2.  Who? 

d  Husband  or  significant  other 

□  Parent 

d  Son  or  Daughter 

a  Sibling  (sister  or  brother) 

d  Other  relative       Specify: 

□  Friend/  neighbor 
d  Case  Manager 

□  Other: 

□  Not  sure 

3.  Did  you  talk  to  anyone  who  had  breast  cancer  after  you  found  Out  you  were  sick? 

□  No  (Go  to  question  5) 
a  Yes 
d  Not  sure 


4.  Who  and  how  did  you  meet  them? 


5. During  your  treatment  for  breast  cancer  or  shortly  afterwards,  please  tell  me  if  anyone 
gave  you  help  with  practical  things,  for  example,  shopping  cooking,  housework, 
laundry,  or  going  with  you  to  appointments.  Did  any  of  these  people  help  you  and  what 
they  did  they  do  for  you? 

d  Husband  or  significant  other 

□  Parent 

d  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 
d  Case  Manager 

□  Other: 


□  Not  sure 

Relationship  Type  of  Help 


6.  During  your  treatment  for  breast  cancer  or  shortly  afterwards,  please  tell  me  if 
anyone  gave  you  emotional  support,  for  example,  by  listening  to  your  thoughts  and 
concerns,  by  helping  you  deal  with  feelings  such  as  anger,  fear,  sadness,  or  anxiety,  by 
being  caring  and  understanding.  For  example,  did  any  of  these  people  help  you?  Tell 
me  what  they  did  for  you? 

□  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 

□  Not  sure 


Relationship  Type  of  Help 

1. 

2. 


7.  Who  makes  your  medical  appointments? 

□  Husband  or  significant  other 

□  Parent 

□'  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 


□  Not  sure 

8.  Did  anyone  help  you  think  about  or  write  down  questions  to  ask  your  doctor? 

□  No  (Go  to  question  10) 

□  Yes 

d  Not  sure 

9.  Who? 

d  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

a  Sibling  (sister  or  brother) 

a  Other  relative       Specify: 

□  Friend/  neighbor 
d  Case  Manager 

□  Other: 


□  Not  sure 

10.  Did  anyone  go  with  you  to  your  doctor  appointments  and  treatments? 

a  No  (Go  to  question  12) 
a  Yes 

□  Not  sure 

11.  Who? 

□  Husband  or  significant  other 

□  Parent 

d  Son  or  Daughter 

□  Sibling  (sister  or  brother) 


d  Other  relative        Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 

□  Not  sure 

12.  Did  anyone  help  you  understand  and  remember  information  that  was  discussed 
when  you  visited  your  doctor? 

□  No  (Go  to  question  14) 

□  Yes 

□  Not  sure 

1 3.  Who? 

□  Husband  or  significant  other 

□  Parent 

□  Son  or  Daughter 

□  Sibling  (sister  or  brother) 

□  Other  relative       Specify: 

□  Friend/  neighbor 

□  Case  Manager 

□  Other: 

□  Not  sure 

14.  Sometimes  family  and  friends  can  worry  so  much  that  they  upset  you.  They  can  be 
too  helpful  by  trying  to  do  everything  for  you  or  not  giving  you  time  to  yourself.  Or,  out 
of  concern  for  you  they  make  important  decisions  for  you  without  asking  you  what  you 
want.  During  your  treatment  for  breast  cancer  or  shortly  afterwards,  tell  me  what 
people  did  that  was  NOT  helpful  to  you. 


PART  VI:  SERVICES 

1 . 1  would  like  to  ask  some  questions  about  different  services  in  the  community  that 
women  with  breast  cancer  sometimes  know  about  and  use.  I  am  going  to  read  a  list  of 
services  and  ask  you  if  you  ever  heard  of  this  service,  and  if  you  have  used  the  service. 


Service  Heard  About  Used  When  Used 

No/Yes  No/Yes        Diag/Treat 


American  Cancer  Society 
Toil-Free  Number 

Visiting  Nurse  Services 

Mental  Health  Counseling 

Breast  Cancer  Support  Groups 

2.  Of  all  the  services  you  used,  please  tell  me  which  ones  were  MOST  helpful  and 
why? 


3.  Of  all  the  services  you  used,  please  tell  me  which  ones  were  LEAST  helpful  and 
why? 


4.  We've  talked  about  a  lot  of  things  today.  Can  you  tell  me  what  have  been  the 
biggest  problems  you  have  had  to  deal  with  because  of  your  breast  cancer? 


5.  One  last  question,  is  there  anything  that  has  helped  you  that  you  would  like  to  share 
with  others  who  have  breast  cancer? 


Thank  you  for  helping  us  with  this  project. 

Time  interview  ended 
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